Objective: To examine vision-targeted health-related quality of life and psychosocial characteristics in patients with benign essential blepharospasm (BEB) compared with patients with hemifacial spasm (HFS).
B
ENIGN ESSENTIAL BLEPHAROspasm (BEB) is an idiopathic disorder characterized by bilateral involuntary eyelid spasms that interfere with visual function and cause ocular discomfort. [1] [2] [3] Classified as a focal dystonia, BEB insidiously strikes during the fifth or sixth decade of life and usually progresses to maximal severity in 3 years. Botulinum toxin type A (BTX-A) injection therapy controls or minimizes eyelid spasm in more than 90% of patients 4 but only on a temporary basis, with treatment effectiveness typically dissipating in 8 to 16 weeks, at which time repeat treatment is necessary. Functional blindness and activity limitations owing to the eyelid spasms, the physical appearance this chronic disorder engenders, and other disease symptoms (eg, dry eye) undoubtedly contribute to a lowered healthrelated quality of life (HRQOL) and psychosocial challenges for persons with BEB. [5] [6] [7] However, the previous research addressing HRQOL and BEB has had methodological limitations such as relying on question-naire instruments whose psychometric properties are unknown, 7 use of patient samples that included persons with other types of dystonia, 6 no reference groups for comparison, 5 and failure to focus on visiontargeted HRQOL domains. 6 Previous studies 6, 8, 9 have also described associations between BEB and psychological problems, including depression and obsessive-compulsive disorder. However, 2 studies 9,10 have described an absence or low rate of psychological disorders, and several of the previous studies citing associations did so without comparison with a control group. Thus, the extent to which psychological problems exist at higher rates in persons with BEB as compared with those without BEB is unknown.
Here we describe the results of a crosssectional survey that examined visionspecific HRQOL and the presence of depressive and anxiety symptoms in a large
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sample of persons with BEB (n = 159). We make use of a comparison group of persons with hemifacial spasm (HFS), a disease that causes tonic-clonic contractions of the orbicularis oculi muscle as well as ipsilateral facial musculature on one half of the face. Hemifacial spasm almost always has a known cause, which is most often a result of vascular compression of the facial nerve in the posterior fossa. In contrast, the cause(s) of BEB remains unknown. The use of patients with HFS as a reference group to study HRQOL and psychosocial factors in BEB provides an interesting comparison group given the overlapping clinical profile of these 2 movement disorders with dissimilar underlying etiology. The identified patients' records were subsequently abstracted to confirm the diagnosis of BEB or HFS and to record the number of clinic visits during the study period, the dosage of BTX-A received for treatment, and the number of injections received. In addition to having 1 of these diagnoses, subjects had to be at least 19 years of age. The Institutional Review Board for Human Use at the University of Alabama at Birmingham approved the study protocol. The study followed the tenets of the Declaration of Helsinki, and informed consent was obtained from the subjects after explanation of the nature and possible consequences of the study.
METHODS

SELECTION OF STUDY SUBJECTS
SURVEY QUESTIONNAIRE
A telephone survey was designed to collect information. Demographic characteristics were collected with questions regarding age, sex, race, education, marital status, and employment status. Health-related quality of life was assessed using the 25item National Eye Institute Visual Function Questionnaire 11 (NEI-VFQ-25). Items that used the phrase "because of your eyesight" were reworded to "because of your BEB/HFS" (depending on which condition they had). This change was based on pilot testing of the original NEI-VFQ-25 with patients with BEB who would often comment on these items, "Do you mean because of my blepharospasm? My eyesight itself is fine." Scoring of subscales was carried out per standard procedures; for each subscale, scores could theoretically range from 0 to 100, with lower scores indicating more disability.
Life satisfaction was estimated with the Life Satisfaction Index-Z. 12 Scores between 0 and 12 indicate low life satisfaction; 13 to 21, moderate life satisfaction; and 22 or greater, high life satisfaction. Depressive symptoms were determined using the Center of Epidemiologic Studies Depression Scale, 13 with higher scores indicating more symptoms of depression. The presence of generalized anxiety disorder 14, 15 was assessed by asking about the presence of anxiety symptoms; generalized anxiety disorder was defined as 4 or more symptoms as per the diagnostic criteria set forth by the Diagnostic and Statistical Manual of Mental Health, 4th Edition. 16 In addition to informa-tion obtained through record abstraction as defined earlier, BEB or HFS characteristics were collected through survey questions regarding the duration of symptoms, the duration of physician diagnosis, and the types of treatments received. Cognitive status was assessed using the Short Portable Mental Status Questionnaire, 17 modified for telephone administration 18 and scored as the number of errors out of 10 items. The number of comorbid medical conditions by self-report was estimated by a general health questionnaire used extensively in our previous work. 19, 20 
STATISTICAL ANALYSIS
Comparison between all of the variables described earlier for BEB vs HFS was carried out using t tests and 2 tests for continuous and categorical variables, respectively. Associations between NEI-VFQ-25 subscales and variables addressing disease duration and treatment frequency were evaluated by Pearson correlation coefficients. P values of .05 or less (2-sided) were considered statistically significant.
RESULTS
Of the 347 persons initially identified by International Classification of Diseases, Ninth Revision, Clinical
Modifications codes to be eligible, 97 were not enrolled (62 with BEB and 35 with HFS). The reasons for exclusion of the 97 subjects are as follows: 36 could not be contacted by telephone, 27 refused to participate, 13 were deceased, 4 were in a confused state and could not comprehend the purpose of the call, 5 were too ill to participate, 4 had been surgically cured of HFS, 3 could not communicate by telephone because of hearing impairment, 2 requested to be contacted later but thereafter were unreachable, 1 terminated the interview without finishing because of health problems, 1 felt that the interview was too long and withdrew from the study, and 1 had poor English-language skills such that responses could not be understood. Ultimately, 159 patients with BEB and 91 patients with HFS were enrolled in the study, all of them having completed telephone interviews and record abstractions. Table 1 compares the demographic and health characteristics of the study subjects. The average age for patients with BEB and patients with HFS was similar, at approximately 66 years. Women composed the majority of participants in both groups, as did white subjects. Marital status was also similar in the 2 groups, with almost two thirds of them married. The majority of subjects in both groups were retired, with about one third employed, and unemployment was rare or absent. Twice as many subjects with BEB reported that they were disabled. Regarding health characteristics, patients with BEB had more depressive symptoms (P=.03) and were more likely to meet the criteria for generalized anxiety disorder (P=.007) than were patients with HFS. Cognitive status as measured by the Short Portable Mental Status Questionnaire was excellent among both groups. Table 2 demonstrates the disease characteristics and HRQOL for the study subjects. The duration of disease in years according to self-reported symptoms and physician diagnosis did not differ between patients with BEB or those with HFS. Moreover, the frequency of clinic visits for BTX-A treatments was similar between the groups.
(REPRINTED) ARCH OPHTHALMOL / VOL 124, JAN 2006 However, patients with BEB reported ever having used oral medications (P = .001), eyedrop medications (PϽ.001), and surgical procedures (P = .002) more often than the patients with HFS. In contrast, there was no group difference in the percentage of subjects ever having been treated with BTX-A therapy (P = . 19 ). Regarding the HRQOL variables, the NEI-VFQ-25 composite score was significantly lower among patients with BEB as compared with patients with HFS (PϽ.001). The NEI-VFQ-25 subscale scores were rather low for the most part, averaging in the 50s to 80s. Comparing patients with BEB with those with HFS, those with BEB had worse scores on the following subscales: general vision (P = .03), ocular pain (PϽ.001), distance activities (P=.001), and driving (PϽ.001), as well as all of the vision-specific subscales addressing psychosocial issues: social functioning (P = .001), mental health (P = .002), role difficulties (PϽ.001), and dependency (P = .001). The Life Satisfaction Index-Z scores did not differ between the groups (P=.15), with both showing moderate life satisfaction.
There were no associations between any of the NEI-VFQ-25 subscales and the disease duration variables, or between the VFQ subscales and frequency of treatments (all PϾ.10). This was the case when the BEB and HSF groups were analyzed separately as well as when combined.
COMMENT
This study clearly demonstrates that persons with BEB experience a reduction in vision-targeted HRQOL as indicated by 11 of 12 NEI-VFQ-25 subscale scores averaging in the 50s to 80s. Ocular pain was a particularly problematic domain, with an average score of 67. The psychosocial burden of this disease is noteworthy, with the vision-specific subscale scores of mental health, role difficulties, and dependency having among the lowest averages (58, 55, and 68, respectively). However, scores on the subscales addressing visual task difficulty, such as driving and near and distance vision tasks, were also relatively low (in the 70s), underscoring that everyday performance abilities from the patient's perspective are also compromised in BEB. To provide some perspective on the scores of persons with BEB, it is instructive to point out that their scores are quite comparable to NEI-VFQ-25 subscale scores from persons with the major chronic eye diseases of aging (diabetic retinopathy, age- Abbreviations: BEB, benign essential blepharospasm; BTX-A, botulinum toxin type A; HFS, hemifacial spasm; NEI-VFQ-25, 25-item National Eye Institute Visual Function Questionnaire.
(REPRINTED) ARCH OPHTHALMOL / VOL 124, JAN 2006 related maculopathy, glaucoma, and cataract). 11 This observation highlights the disabling ramifications of BEB that may be overlooked or misunderstood since persons with BEB have normal vision. Consistent with these reduced HRQOL findings, this study also found that persons with BEB reported more depressive and anxiety symptomatology than did those with HFS.
Although the physical symptoms of HFS are similar to those of BEB, it is interesting that vision-targeted HRQOL is decreased in BEB relative to HFS, particularly in the psychosocial subscales, ocular pain, distance activities, and driving. In addition, depressive and anxiety symptoms are increased in BEB as compared with HFS. The personal burden of the eyelid spasms, their attendant pain and discomfort, and the social problems they engender appear to be more pronounced in BEB than in HFS. A simple explanation may be that unilateral symptoms (as in HFS) may be better tolerated than bilateral symptoms (as in BEB). Other factors may be at play as well. There has been discussion in the literature over the years that certain psychiatric conditions may be involved in the etiology of BEB, 6-10 which may not only contribute to the development of BEB but could also weaken one's ability to cope with the condition. However, psychiatric causes for BEB have never been scientifically proven.
This study focused on a sample of persons with BEB who were in treatment under the care of a neuroophthalmologist, with the vast majority of subjects receiving BTX-A, which is the first-line standard-of-care treatment in BEB management. The literature is clear on the effectiveness of BTX-A in minimizing or eliminating the involuntary eye closures on a temporary basis. However, BEB is a chronic disorder and the symptoms return, giving the patient in treatment an unremitting and life-long cycle of relief and impending aggravation. Against this backdrop, symptoms of depression, anxiety, and reduced quality of life are not surprising. The heavy personal burden of BEB among persons receiving the current standard of care as documented here underscores the need to understand the etiology of this condition so that more effective treatments can be developed. 
